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ACTI ON NARRATI VE

3:07: 08 PM

CHAI R PAUL SEATON called the House Health and Social Services
St andi ng Committee nmeet i ng to or der at 3: 07 p. m
Representatives Seaton, Tarr, Talerico, Vazquez, Stutes, and

Whol were present at the call to order.

Presentati on: Al aska Conmi ssi on on Agi ng

3:07:27 PM

CHAI R SEATON announced that the first order of business woul d be
a presentation by the Al aska Comm ssion on Agi ng.

3:08: 22 PM

DENI SE DANI ELLO, Executive Director, Al aska Commr ssion on Aging,
Division of Senior and Disabilities Services, Departnent of
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Health and Social Services (DHSS), directed attention to a
Power Point titled "Alaska's Roadmap to Address Al zheiner's
Di sease and Rel ated Denentias (ADRD)," and spoke about slide 2,
"Presentation Qutline." She stated that ADRD was becom ng an
important public health challenge as there was an increase in
the senior population in Alaska, noting that this roadmap was
the cul mnation of three years of planning efforts.

MS. DAN ELLO presented slide 3, "Roadmap Core Team & Agency
Affiliations,” which listed the nanmes of the agencies and
individuals who served on the <core team and who were
responsi bl e for the devel opnment of the road map. She noted that
it had been a collaborative teameffort.

M5. DANI ELLO noved on to slide 4, "Alaska's Roadmap to Address
ADRD, " and paraphrased from the mssion statenment, which read:
"To inprove public awareness, pronpbte prevention and early
detection, increase access to |long-term services and supports,
i nprove availability of safe, appropriate housing, and increase
caregi ver supports for all Alaskans with ADRD. " She said that
the cost, currently about $214 billion nationally, was estinmated
to "skyrocket" to $1.27 trillion by 2050, as the senior
popul ati on conti nued to boom

M5. DANI ELLO addressed slide 5, "What is Al zheiner's Disease and
Rel at ed Denentias (ADRD)?" She explained that denentia was not
a disease, but an unbrella term which described conditions and
di seases resulting in the death of brain cells, which lead to
loss of nenory, loss of thinking ability, and loss of the
ability to perform basic activities of daily 1living. She
relayed that Alzheiner's disease, a slow and progressive
di sease, was the nost common of the nine different types of
denentia, and was responsible for 60 - 80 percent of denentia.

It can affect each person differently. She |isted vascul ar
denmentia from stroke, frontal tenporal denentia, and Lewy Body
denmentia as other types of denentia. She noted that denentia

was the result of changes in the brain due to the devel opnent
and accunul ation of plaques which fornmed on the outside of
neur ons. As these changes were responsible for the cut off of
the ability by neurons to conmunicate or take nutrition, the
brain cells would die. She said that, as initially the disease
started in the inner nost area of the brain which was
responsi ble for nenory formation, one of the first synptons was
short term nenory | oss. As the disease progressed and noved
into other areas of the brain, there was |oss of |anguage,
bal ance, and higher thinking abilities, as well as changes in
personal ity and behavior. She declared that Alzheiner's disease
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caused significant hardship for both the person who had it, and
for the famly. She relayed that advanced stages resulted in a
| oss of comunication, and a need for help with all functions
In the end, the person was not able to swallow or walk, and
woul d eventually die from other causes, often pneunonia, as
infection would set in when a person was unable to nove around.

3:15: 34 PM

M5. DANIELLO shared slide 6, "Who does Alzheiner's affect?"
whi ch expl ai ned who nost was at risk for developing Al zheiner's
di sease. She stated that, although it was nobst common for
peopl e over the age of 65, it was not a common characteristic of
agi ng. She pointed out that there were also diagnoses to
younger people aged 30 - 64. She said that there was no known
cure and no way to slow down its devel opnent. She allowed that
there was a growi ng body of research proclaimng that a healthy
lifestyle, healthy eating, regular exercise, stress reduction,
pl enty of sleep, and social engagenent, could delay the onset of
synpt ons.

M5. DANIELLO pointed to slide 7, "Projected Al aska Senior
Popul ation 2014 - 2042," and reported that the senior popul ation
woul d nore than double over the upcomng 20 years, with Al aska
having the fastest grow ng senior population. She projected
that the senior population would |evel off around 2032, at which
time there would be a spi ke for people aged 85 and ol der.

M5. DAN ELLO addressed slide 8, "Rates of Alzheiner's Increase
with Age,"” which showed that people over 85 years of age often
had m xed denentia, and that wonen were nore at risk, as they
lived | onger than nen. She reported that wonmen over 60 years of
age were twice as likely to develop Al zheiner's disease as to
devel op breast cancer

3:18: 07 PM

M5. DANIELLO, in response to Representative Wol, clarified that
hal f of the people with Al zheiner's disease and related denentia
were in that age bracket [85 years and ol der].

REPRESENTATI VE WOOL asked if it was possible to differentiate
anong the various denenti as.

MS. DANI ELLO replied that each of the nine types of denentia had

its own defining characteristics. She relayed that there were
other risk factors for developing denentia, including cardio
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vascul ar issues, diabetes, and head injury. She said that there
had been an increase in these conditions due to an increase in
the senior population, as well as a corresponding significant
i ncrease in survival

M5. DANIELLO clarified that there were nine different types of
denenti a.

REPRESENTATI VE WOOL asked about the remaining 37 percent of the
popul ati on on slide 8.

CHAI R SEATON asked for clarification that the percentages on
slide 8 were for 46 percent of those over 85 years of age had
denentia, or that 46 percent of all denentias over 85 years of
age were Al zhei nmer's di sease.

M5. DANI ELLO expressed agreenent that the slide projected the
rates for preval ence of Al zheiner's disease in each age group

3:22:21 PM

M5. DANI ELLO noved on to slide 9, "Alaska Al zheiner's D sease
Preval ence, Ages 65+, 2014 - 2025" which reflected the nunber of
people in Al aska over 65 years of age with Al zheiner's disease
She noted that currently there were 6,100 people, which would
al nrost double to an estimated 11,000 in the next ten years, an 8
percent annual increase. She noted that this did not include
related denmentia, or early onset Al zheinmer's which affected
people 30 - 64 years of age. She estimated that 8,000 Al askans
had Al zhei mer's di sease and rel ated denenti as.

REPRESENTATI VE STUTES asked if the doubling of Alzheiner's in
the upcomi ng ten years was related to the agi ng popul ati on.

V. DANI ELLO expressed agreenent that the aging of the
popul ation greatly contributed, and, in addition, there was a
relationship wth head injuries, diabetes, depression, and

chronic health conditions. She observed that this was a
conservative estimate for Alzheiner's disease and related
denenti as. She opined that, as Alaska had the fastest grow ng
senior population 65 years of age and older, it could be a

| eading state for a population of older people wth Al zheiner's
di sease and rel ated denenti as. She noted that, in Al aska, about
one third of those wth Al zheiner's disease and related
denmentias |lived by thensel ves.
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M5. DANI ELLO presented the chart on slide 10, which reflected
the death rates in Al aska over the past ten years. She relayed
that there had been an increase in the nortality rate for
Al zheiner's disease, basically due to the increase in the senior
popul ation, although there was a decrease in nortality related
to cancer, heart disease, and stroke.

REPRESENTATI VE TARR asked about the actual health problens
attributed as the cause of death, in conjunction wth
Al zhei ner' s.

M5. DANI ELLO said that the cause of death could be related to a
variety of health problens, although it was nobst often
attributed to pneunoni a.

M5. DAN ELLO shared slides 11 and 12, "Needs Assessnent: Famly
Caregi ver Comunity Forums,” which had been held in seven
| ocations across the state, with 161 people in attendance. She
reported that a |ot had been learned from the participants,
especially that there was a general |ack of public awareness and
a m sunderstandi ng about Al zheinmer's disease that often lead to
stigma, enbarrassnent and denial for the condition. Al t hough
there was not a treatnment or a cure, services did help. Ther e
were reports from the famly caregivers about inadequate
services, especially in the rural areas, as well as declared
needs for specialized services. She stated that people wth
cognitive inpairnent often had functional limtations and often
needed famly care givers, although the care givers had shared
that it was stressful, as they |acked the training. She spoke
about the need for safe and appropriate housing, especially for
assisted l|iving hones. She reminded the commttee that the
Pi oneer Honmes had very long wait lists, and that there were not
very many licensed facility options for denentia and other
chal I engi ng behavi ors. She nentioned the concerns of safety for
those with Al zheiner's di sease who had a tendency to wander into
life threatening situations.

3:29: 38 PM

M5. DANI ELLO nmoved on to slides 13 and 14, "Needs Assessment:
Fam |y Caregiver Survey," and reported that nostly wonen
responded to the survey, half had college educations, and 70
percent were in a long term relationship. She noted that they

were "well-seasoned care givers" and had each provided care for
about four years. The respondents said that the nost difficult
chall enge for them was stress, which often lead to depression,
which M. Daniello said was consistent wth the national
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findi ngs. She reported that alnost one-third of the care giver
respondents said that Adult Day Care was the nost inportant
support service, followed by transportation, support groups,
personal care assistants, and respite.

MS. DANI ELLO explained slides 15 and 16, "Needs Assessnent:
Behavior Risk Factor Surveillance Survey (BRFSS) & Perceived
Cognitive Inpairment,” a graph which showed that at |ater ages,
beyond 70 years of age, the percentage of the population with
perceived cognitive inpairnent increased. The definition for
perceived cognitive inpairnent was nenory |oss progressively
getting worse. She said that it helped to better understand the
rel ati onship between nenory loss and how it affected people's

daily lives. She noted that, across all age groups, about 9
percent had perceived cognitive inpairment, which included brain
injury. She reported that people wth perceived cognitive

i npai rment had an increased likelihood for snoking, depression
and cardi o vascul ar health i ssues.

V. DANI ELLO noved on to slide 17, "Perceived Cognitive
| mpairnment & Daily Life,” and enphasized that it did affect
people's daily lives and their ability to work, engage in social
activities, and perform household chores, and it also increased
their nental distress.

M5. DANIELLO directed attention to slide 18, "Al zheinmer's
Di sease & Related Denentia Prevalence within the State's Long
Term Services & Supports.” She stated that the nobst preval ent
services used included the Pioneer Hones, Adult Day services,
and the National Fam |y Caregiver grant program adm ni stered by
the Division of Senior and Disabilities Services which provided
respite for famly caregivers.

REPRESENTATI VE TARR asked about the actual anmount of unnet need
beyond the facilities that offered these services.

M5. DANIELLO replied that this was a current unknown and she
opined that it would be reviewed in the future. She offered her
belief that the Adult Day Care had served 416 seniors statew de
during the last fiscal year, of which 66 percent had Al zheiner's
di sease and rel ated denenti a.

3:35: 07 PM

REPRESENTATI VE VAZQUEZ asked about the nunber in Anchorage [of
Adult Day care centers].
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MS. DANI ELLO said that she would return with that information.

REPRESENTATI VE VAZQUEZ asked about the nunber of participants
and the extent of the waiting list for those centers.

REPRESENTATI VE TARR, noting that there was currently an unnet
need, asked how was it possible for providers and progranms to
transition to get ahead as the projection was for an even
greater need in the near future.

M5. DAN ELLO expressed her agreenent. She reported that
nationally, people with Alzheinmer's disease and rel ated denentia
were about 18 tines nore at risk for being in a nursing hone.
She pointed out that the nore people could be served with |ess
costly care, for exanple, the home and conmunity based servi ces,
the longer the state services could serve people, slide 19,
"State Program Average Annual Cost per Recipient."” She noted
that the graph showed the average costs for each service, which
i ncluded the senior grant prograns that supplied these essenti al
core services, Medicaid personal care assistance and Medicaid
wai vers, Pioneer Homes, and skilled nursing care.

M5. DANI ELLO noved on to slide 20, "Alaska's Roadnmap to Address
Al zheiner's Disease and Related Denentia (ADRD)" and decl ared
that this was inportant because it was the first ever statew de
pl anni ng process to address the needs of people with Al zheiner's
di sease and related denentia. She declared this to be a grow ng
popul ati on of vul nerable people that would increase the cost of
care in Alaska. She stated that, as there was not any cure, the
aimwas to increase public awareness, to understand the current
inmpact in Alaska, and to have a set of goals, recommendations,
and performance neasures to address this condition in a
conpr ehensi ve way.

3:39:34 PM

NANCY BURKE, Senior Program O ficer, Al aska Mental Health Trust
Aut hority, Department of Revenue, referred to the six goals on
slide 21, "Roadmap Goals,"” which had been conpiled by the
af orenenti oned stakeholders from the many options. She |isted
these to include public awareness for prevention and pronotion
for a healthier lifestyle through diet, exercise, and attention
to sleep. She spoke about research for northern climtes and
the use of Vitamn D She listed the remaining goals: to
i nprove access to affordable housing, services, and supports for
individuals with ADRD at all stages of the disease and to
provi de in-home supports to lower the cost to the state; to
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optimze the quality, safety, and efficiency of services to
people with ADRD, and to develop nore specific technical care

to develop a long term care workforce trained in denentia care;
to inmprove quality of Ilife for famly and other inform

caregivers; and to increase nonitoring and research into ADRD
preval ence, cost of care, prevention, and treatnent.

3:42: 06 PM

M5. BURKE addressed slide 22, "Seven Prioritized Strategies,”
and directed attention to the fact that the partnership had
resulted in each departnent taking the lead for a priority,
including the Alaska Mental Health Trust Authority assisting
pl ans through state Medicaid plan services, the Long Term Care
Onbudsman | ooking at inproved regulations for assisted living
honmes and other residential settings, and AARP review ng
training to caregivers to reduce stress.

M5. BURKE reviewed slide 23, "Goal 2.1.1 Medicaid Reform
1915(i) and 1915(k) Options." She said that this was an exanple
of how the Al aska Mental Health Trust Authority was hel ping the
boar ds. She pointed out that currently there were projects
| ooking at ways to better use the 1915(i) or 1915(k) options.
She noted that a significant aspect to these options was that it
allowed themto bring the services closer to the in-hone support
servi ces. She reported that the existing waiver prograns were
not able to serve individuals wth Alzheimer's disease or
related denentia until they were physically unable to take care
of thensel ves. She stated that both the 1915(i) and 1915(k)
options noved it closer to the hone, and allowed services to be
received before the disease inpacted their physical abilities

It also provided access to greater federal match, while bringing
us closer to conpliance with sonme of the federal requirenents
regar di ng conflict-free case managenent and t he rul es
determ ni ng where services needed to be provided.

M5. BURKE introduced slide 24 "Next Steps," and explained that
the Roadmap was viewed as a living docunent, and that each of
the partners facilitating these strategies would neet regularly
to nove it forward. She said that this was a critical tine, as
things were changing in the system and there could be effective
changes to the services for those with Al zhei ner's di sease.

3:45:52 PM

CHAIR SEATON referenced the first of the seven prioritized
strategies [slide 22], "educate Al askans about prevention,"” and

HOUSE HSS COW TTEE -9- March 3, 2015



stated that the House Health and Social Services Standing
Commttee had worked on |ooking at causes and prevention. He
said that the nessage from the conm ssion seened to be that
there were no cures or preventions [for ADRD], but that stress
was related to Al zheiner's disease. He pointed out that the
coommttee had submtted recent articles that Vitamn D could
lower this risk by half, as well as lowering the speed of its
devel opment by half. He referenced other studies about the
reabsorption of beta anyloid plaques with treatnent of Vitamn D
and a systematic review that showed a higher proportion of
people wth Jlower Vitamin D levels developed ADRD. He
guestioned why there was nothing in the presentation regarding
t hese prevention neans. He asked to review the scientifically
based studies for stress being a cause of ADRD. He wondered
about the nechanisnms for choosing what to attribute to ADRD,
whil e other scientific based studies were not included.

VB. DANI ELLO replied that the commssion had previously
conducted a "healthy body, healthy brain campaign" which had
focused on the inportance of a healthy lifestyle to reduce risk
for ADRD, as well as for brain health. She stated that there
was a lot of research on the benefits of a healthy lifestyle
with good nutrition, exercise, and regular nental engagenent,
and she offered her belief that it was necessary to encourage
regular visits to the doctor, have bl oodwork done, and have the
proper nutrients, including Vitam n D. She stated that it was
important to | ook at holistic health.

M5. BURKE acknowl edged that Chair Seaton offered a fair
critique, reporting that Alaska Mental Health Trust was | ooking
at nore ways to work in prevention. She shared that there was
currently nore focus on who was already in the system and that
there should be nore attention paid to the science and the
research available to help with prevention

CHAI R SEATON expressed his concern that this presentation was
speaking in broad sweeping generalities for being healthy, even
t hough t here wer e scientific studi es show ng di rect

rel ati onshi ps which were being ignored. He declared that the
wrong nessage was being sent, as the statenent to have a healthy
lifestyle was too broad and was not creating any action. He

encouraged the comm ssion and the Al aska Mental Health Trust to
support justifiable scientific options that were also cheap. He
referenced the aforenmentioned studies that |lowered the risk for
ADRD. He expressed his support for prevention of ADRD.

HB 76- GOV COUNCI L ON DI SABI LI TI ES/ SPECI AL ED
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3:53: 55 PM

CHAI R SEATON announced that the next order of business would be
HOUSE BILL NO. 76, "An Act relating to the Governor's Council on
Disabilities and Special Education.”

3:54:31 PM

GRACE ABBOTT, Staff, Representative Charisse Mllett, Al aska
State Legislature, explained that proposed HB 76 renoved the
word "gifted" from the enabling statute for the Governor's
Council on Disabilities and Special Education. She par aphrased
fromthe sponsor statenent, which read:

The m ssion of the Governor's Council on Disabilities

and Special Education is to, "[create] change that
improves the lives of Alaskans with disabilities."
Since 1978, the Council has provided a constructive

process t hat has connect ed t he public W th
policymakers to ensure the thoughtful devel opnent of
an efficient and seanl ess service delivery system that
neets the needs of individuals wth disabilities
across their life spans.

However, within their enabling statutes, the State of
Alaska also included "gifted" persons anong the
individuals that the Council need work for and
support. The Council believes the term"gifted" to be
confusing and ill-fitting within the scope of their
ainms and objectives. Furthernore, they believe
"gifted" should be renoved for the follow ng reasons:

Exceptionality is not a disability that entitles
students to special education. Gfted education is a
regul ar education program over which the council has
no oversight.

Gfted children are not eligible for additional
services wunder the Individuals wth Disabilities
Educati on Act (1 DEA) or t he Ameri cans W th
Disabilities Act (ADA), policies whose adherence is
requi red per the Council's responsibilities.

Nei t her federal nor state |aw provide for specia
enpl oyment benefits, or special avenues through which
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to advocate for enploynment for those classified as
gi fted.

The Governor's Council works tirelessly to advocate
for and access housing, enpl oynent , i ndependent
living, health, transportation and comunity i nclusion
for Alaskans with disabilities. Renoving the word
"gifted" from their enabling statutes allows Al aska
law to be updat ed W th t he nost accurate
representation of the mssion and work of the Council,
as well as provide future Council nenbership with a
cl ear roadmap for success.

3:56: 26 PM

CHAI R SEATON asked for clarification, page 2, line 14, that
changing the citation was updating the reference in the federa
registry.

MS. ABBOIT expressed her agreenent, noting that the policy was
the sane at the federal |evel

3:57:11 PM
[ Chair Seaton opened public testinony]

PATRI CK REI NHART, Executive Director, Governor's Council on
Disabilities and Special Education, reiterated that the proposed
bill was "cleaning up our mssion versus what's in our statute,
so that we don't get confusion on the public.” He stated that
this had been on the agenda to fix for quite a while.

3:58: 50 PM

CHRI STIE REINHARDT, Governor's Council on Disabilities and
Speci al Education, said that she was staff for the council,
specifically for the Special Education Advisory Panel. She
reported that one council responsibility was to the Individuals
with Disabilities Education Act (1DEA) stakehol der group, which
oversees and advi ses special education. She pointed out that
the Special Education Advisory Panel was federally nandated,
al t hough Al aska was the only state where this panel resided with
the Council on Developnental Disabilities. She said that the
panel advised and admnistered special education prograns
statewi de. She pointed to a conflict, noting that in 2002 there
had been regulatory changes nade to state education regul ations
in response to statutory changes which had renoved gifted and
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tal ented education from special education and rel ated services.
She reported that gifted and talented exceptionality was no
| onger considered a disability program There were now two
entirely separate prograns. One of which, the special education
program had very conplicated, mandated federal and state
statutes, regulations, policies, and procedures; whereas, the
gifted and talented program was primarily developed and
adm nistered by the local school district or education agency.
She noted that these prograns were also funded differently.
Wile there were sone individuals with a disability who were
also gifted and talented, there was very little overlap between
the two prograns. She pointed out that, as there was very
little state oversight for the gifted and talented program
there was often confusion fromthe parents with concerns for the
quality of the school districts' gifted and talented education
pr ogr amns. She said there was not a gifted and talented
education program advisory commttee and no specified mandated
funding. She expressed an understanding for the concerns of the
parents for their children's education, but this did not fall
within the purview of +the council to effectively advise,
noni tor, or advocate.

CHAI R SEATON asked about whether it was an efficient process for
the Governor's Council on Disabilities and Special Education to
be the funding conduit.

M5. REINHARDT replied that this was a fantastic partnership, as
they were able to work closely with the early intervention
program as well as sonme of the other prograns at the council
whi ch | ooked across the life span of support for individuals
wth a disability. She pointed out that the kids in school
would be transitioning into the workforce, and as Al aska was
smal | enough, the program work could be through one centralized
agency. She noted that the Special Education Advisory Panel net
once each nonth, even though it was only federally required to
nmeet quarterly, and that the panel was a very active working
group with a large nunber of committed individuals invested in
gual ity special education services in Al aska.

REPRESENTATI VE WOCOL asked if one of the purposes for the change
to renove gifted was to relieve responsibility by the council to
the parents of gifted children.

M5. REINHARDT replied that a requirenent for gifted and tal ented
prograns was for the |ocal education agency to have a review
plan, which was admnistered by the local school board, as
opposed to being overseen by the state. She reported that the
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council worked at a state policy level, and not at the |oca

| evel . She shared another difference that special education
funding was federal and state match, whereas there was not any
designated funding for gifted and talented education. She

stated that |ocal school districts were able to access gifted
and tal ented funding through the AS 5(d)(6) funds. She declared
that the spending was determ ned at the |ocal |evel.

REPRESENTATI VE VAZQUEZ asked for the total budget for the
counci | .

MR. REI NHART replied that the council budget was a bit |ess than
$2.1 mllion, and its responsibility to the special education
advi sory panel was a pass through amount from the federal
government to the Alaska Departnment of Education and Early
Devel opnent . He offered his belief that this anount was about
$170, 000. He explained that the council was nulti-Ievel,
conmbining many different responsibilities, including the special
educati on advi sory panel.

REPRESENTATI VE VAZQUEZ asked how much of the budget was from
general funds.

MR. REI NHART stated that there were not any general funds anong
the ten funding sources in the council budget, which included
Al aska Mental Health Trust Authority funding and pass through
funding fromthe federal governnent.

4:07:45 PM

CHAI R SEATON cl osed public testinony.

[HB 76 was hel d over. ]

4:08: 11 PM

ADJ OURNMENT

There being no further business before the commttee, the House

Health and Social Services Standing Conmittee neeting was
adj ourned at 4:08 p. m
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